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Medical and family caregivers' conceptions in the face of advance directives

Concepgodes médicas e dos cuidadores familiares diante das diretivas antecipadas de vontade

Concepciones médicas y de los cuidadores familiares sobre las directivas anticipadas de voluntad

Silvana Bastos Cogo', Marcio Rossato Badke", Luiza Carolina Santos Malheiros™

Daiana de Araijo', Aline Gomes IlhaY

Abstract: Objective: To understand how doctors and family caregivers understand the applicability of the
Advance Directives to end-of-life care. Method: qualitative, descriptive and exploratory research, conducted with
seven doctors of a university hospital in southern Brazil and seven family caregivers of patients at the end-of-life,
from October to December 2014, from semi-structured interviews, submitted to discursive textual analysis. Results:
two categories emerged: Advance Directives: the right to personal autonomy and conflicts and dilemmas in the
applicability of Advance Directives. Conclusion: The Advance Directives are related to the respect of personal
autonomy, professional support and reduction of the anguish and suffering of family care in view of the decision-
making processes that involve the end of life. However, it is a practice surrounded by fears and concerns about its
applicability and compliance by the professional.

Descriptors: Medicine; advance directives; terminally ill

Resumo: Objetivo: compreender como os médicos e cuidadores familiares entendem a aplicabilidade das
Diretivas Antecipadas de Vontade no cuidado em final de vida. Método: pesquisa qualitativa, descritiva e
exploratdria, realizada com sete médicos de um hospital universitdrio do sul do Brasil e sete cuidadores familiares
de pacientes em fase final de vida, no periodo de outubro a dezembro de 2014, a partir de entrevistas
semiestruturadas, submetidas a andlise textual discursiva. Resultados: emergiram duas categorias: Diretivas
Antecipadas de Vontade: o direito a autonomia pessoal e conflitos e dilemas na aplicabilidade das Diretivas
Antecipadas de Vontade. Conclusdo: as Diretivas Antecipadas de Vontade estdo relacionadas ao respeito da

autonomia pessoal, respaldo profissional e redu¢do das angustias e sofrimentos dos cuidados familiares diante dos
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processos decisérios que envolvem o fim de vida. Entretanto, constitui-se como uma pratica cercada por medos e
receios a sua aplicabilidade e ao cumprimento pelo profissional.

Descritores: Medicina; diretivas antecipadas; doente terminal

Resumen: Objetivo: comprender cémo los médicos y cuidadores familiares entienden la aplicabilidad de las
Directivas Anticipadas de Voluntad en el cuidado al final de la vida. Método: investigacién cualitativa, descriptiva,
exploratoria realizada con siete médicos de un hospital universitario del sur de Brasil y siete cuidadores familiares
de pacientes en fase final de la vida, entre octubre y diciembre de 2014, a partir de entrevistas semiestructuras, las
cuales fueron sometidas a andlisis textual discursiva. Resultados: se identificé dos categorias: Directivas
Anticipadas de Voluntad: el derecho a la autonomia personal y conflictos; y dilemas en la aplicabilidad de las
Directivas Anticipadas de Voluntad. Conclusién: las Directivas Anticipadas de Voluntad estdn relacionadas al
respeto a la autonomia personal, a el respaldo profesional y a la reduccién de las angustias y sufrimientos de los
cuidados familiares delante de los procesos decisorios relacionados al fin de vida. Sin embargo, se constituye como
una practica rodeada por miedos y temores a su aplicabilidad y al cumplimiento por el profesional.

Descriptores: Medicina; Directivas anticipadas; Enfermo terminal

Introduction

The Advance Directives (AD), according to the Resolution No. 1995/2012, of the Federal
Council of Medicine (CFM),! deals with set of wishes, previously and expressly expressed by the
patient about care and treatments he wants or does not want to receive at the moment he is
unable to freely and autonomously express his will.! In this context, the offer of a dignified
death is a priority in the care of patients at the end of life, as the reduction of the suffering of
the patient and family caregiver is fundamental in the decision making of the team.? It is
noteworthy that the family caregiver is the one who assumes responsibility for care, thus, he/she
provides daily care to the patient who has some dependence.?

Respect for patient autonomy is one of the markers of AD, impacting on the elimination
of medical paternalism, when faced with the possibility of providing patients with adherence or
not to treatments or procedures in the final period of life. Thus, AD are characterized as an
instrument that enables the participation of individual in decisions about his health.*

However, it should be noted that Brazil lacks legislation that delimits the practice of AD,

interfering with the compliance with the practice proposed by CFM.® In the international
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scenario, there is legislation on the practice of AD, as, for example, in the United States of
America (USA), Spain, Portugal and Argentina, being accepted by the population, patients and
health professionals.*® In the Brazilian scenario, there are contributions about AD, also
described as vital will, involving theoretical analyzes of a philosophical and legal nature, and
results of human research.”

The Brazilian State of Sdo Paulo proposed to implement a single will register, a model
that has been extended to other states in Brazil, such as Minas Gerais,"” aiming at the creation
of a previous record of the patient's will, similar to those already existing in Spain and Portugal.

It is assumed that AD, in the context of hospital care, help to support and minimize the
dilemmas and conflicts experienced by health professionals and family caregivers, in driving
decisions that involve care and treatment in patients with progressive and advanced disease,
with no prospect of cure, in addition to the prospective autonomy of the patient. Thus, this
research was grounded in principled theory, especially the concept of autonomy regarding the
right to self-government, privacy, individual choice and freedom from the will to be the engine
of one's behavior.?

In this sense, in order to promote reflection on end-of-life ethical issues, the aim was to
contribute to studies on AD and precisely because there is still no legal regulation in Brazil and
the lack of specifications on its applicability and effectiveness by doctors and family caregivers,
it was delineated as a research question: what is the understanding of doctors and family
caregivers about the applicability of AD to end-of-life patient? Thus, the work aimed to
understand how doctors and family caregivers understood the applicability of AD to end-of-life

patient.

Method
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It was a descriptive and exploratory research, based on the qualitative approach. The
scenario was a large university and public hospital in a city located in the geographic center of
the state of Rio Grande do Sul (RS), which serves as a secondary and tertiary reference for the
Midwest region, covering 46 municipalities serving exclusively the Unified Health System
(SUS).

Seven resident doctors providing care for patients at the end-of-life in the institution and
seven family caregivers of patients at the end-of-life in home-based care participated in the
study. Thus, 14 participants were interviewed, considering a non-probabilistic intentional
sample. The inclusion criteria for doctors were: to work in the medical clinic unit and in the
home care service for at least six months. Regarding family caregivers, the criteria were: to be
over 18 years old, provide care to the patient with a disease that no longer responds to curative
treatment at home and family members designated as responsible for the patient. Exclusion
criteria for participants were limited to the absence of doctors in the workplace during the
period for data collection.

Data collection began after approaching doctors and family caregivers in order to meet
them and inquire about their interest in participating in the research. Study participants were
informed about the objectives and data collection strategy. After reading and signing the
Informed Consent Form (ICF), the interviews were digitally recorded.

Data were produced through semi-structured interviews conducted individually in a
single meeting. Interviews with doctors took place in the hospital environment, in private
rooms and with family caregivers in their homes. The interview script included an introductory
part related to the participants' biographical information and the following guiding questions
were also used for health professionals and family members: respect for patient autonomy,

knowledge and professional and family experiences regarding the applicability of AD and acting
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in the presence of AD. The interviews were transcribed in full and the speeches were grammar
corrected.

Data analysis took place through discursive textual analysis.?! The first stage of the
analysis, which makes up the unitarization, required the detailed examination of the interview
transcripts, fragmenting them to reach the constituent units related to the phenomenon,
deconstructing the information.?" At the categorization stage, meaning units were grouped and
progressively organized and named with greater precision. Finally, the capture stage of the new
emergent happened through the intense impregnation of the analyzed materials, enabling the
emergence of a renewed understanding about the applicability of AD, from the production of
metatext from the analyzed corpus.”

The study obeyed the ethical precepts and obtained the approval of a Research Ethics
Committee, under Opinion no. 168/2014. Data collection took place from October to December
2014, and the statements were identified by code (doctors: MED; family caregivers: FAM),

followed by ordinal number, to ensure the confidentiality and anonymity of participants.

Results

Regarding the profile of the research participants, of the seven doctors, three were female
and four male, with a mean age of 29 years old; the time of medical education ranged from nine
to 30 years, and the average time of professional practice in the researched units of two years.
With regard to family caregivers, of the seven respondents, ages ranged from 41 to 57 years old,
with an average of 50 years old, and the length of care from two to three years. The family
caregiver's relationship was three husbands and two wives; a daughter and a niece. Regarding
education, two reported having incomplete high school; two attended incomplete elementary
school; one a complete high school; one with a technical background and one interviewed with

a higher education on going.
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It is noteworthy that the research participants were unaware of the AD, as well as their
applicability in the Brazilian context, requiring, in order to carry out the interviews, the prior
explanation to those who were unaware of the concept, based on CFM Resolution 1995/2012. ! It
is noteworthy that the availability of the concept provided the research participants with the
possibility of constructing thought from the perspective of applicability of the Advance
Directives, in line with the idea of renewed compression subsidized by textual and discursive
analysis. Thus, from the collected data, it was possible to group the conceptions of doctors and
family caregivers regarding the practice of AD, in two categories: Advance Directives: the right

to personal autonomy and conflicts and dilemmas in the applicability of Advance Directives.

Advance Directives: The Right to Personal Autonomy

AD reflect on the idea of supporting the actions of health professionals, supporting
family caregivers in decisions that involve therapeutic adjustments and, especially, patients who
may have their wills and wishes respected. It is important to highlight that AD enable, when
properly employed, just that, that is, the right to have their beliefs, aspirations and deliberations
fulfilled and respected.

[...]| autonomy is the ability to decide and autonomy we respect|...] certainly
for terminal patients we take autonomy, when we ask the conducts.
(MED.2)

[...] I intend to accept her decision. If she can make it manitest, we will
have more protection [...] for sure, not only for me, but for her as well.
(FAM.6)

Based on the above, there is the recognition by doctors and family caregivers of the right
to personal autonomy. On the other hand, there is a fear of legal repercussions and judicial
problems regarding the compliance with AD, which affect its applicability by doctors. In

addition, there is the fear of family caregivers about the change of opinion, that is, the idea that
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the person has decided for something that has been or is manifested and that, perhaps, does not
correspond to the real wishes of those who are at the end of life.

[...] If it was very explicit and we as doctors, health professionals more
legally supported, because nowadays there is much this issue of the
process, would be much more interesting. And I think that the autonomy
of the patient has to be respected |...] if you are putting the life of a third
party at risk, surely the doctor will have to intervene, especially at the end

of life. I think it is important to respect patient autonomy. (MED.3)

[...] 1 always want to respect her will, but I am a little worried, because
today she does not want to, but when the time comes and she has signed
(the advance directives), as in case she cannot resolve and want that they
do. |...| signing when the person has the problem is one thing and he/she
knows what will happen, but when it is happening it can be another.
(FAM.6)

As illustrated by the research participants, the idea of considering personal autonomy is
the triggering factor when considering the possibility of respecting the expressed wishes. Thus,
the focus is on the fact that when it is recognized that the patient has a progressive and
advanced disease, there is a need to be able to put their wishes on the agenda, so that with
his/her deterioration and impairment of autonomy, there is no prejudice to the decisions, so
that, thus, the expressed wishes are fulfilled by professionals and family members.

[...] as your independence is being compromised, the commitment to
autonomy begins, you already have to worry and talk to the person. Patient
X's example has the cognitive fully preserved, so you have to talk now; now

Is the time to respect whatever she wants. MED .4)

Another aspect refers to the fact that, although it should be considered that AD can
improve personal autonomy, there are doubts about the preparation of health professionals
and/or family caregivers to introduce the subject of AD to patients, besides the difficulty in
enabling that the idea of death is on the agenda.

[...] if they had the AD would greatly improve the issue of autonomy. Only I
don't know if they are prepared to think about death and that kind of
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thing. Suddenly it would have to take a lot of work to be able to do the AD,
because it must be complicated to define for the patient himself. (MED.5)

[...] suddenly in a conversation, maybe one day talking, I'll ask her about
these questions. |...] because it is something we never think to ask, but it is

super important. (FAM.5)

From the point of view of AD, so that they are cultivated ensuring the principle of
autonomy, unanimously listed by the research participants, there are fragile points that still
make it impossible and/or difficult to apply it, especially related to the lack of practice and the

conducts for its application.

Conflicts and dilemmas in the applicability of Advance Directives

One of the dilemmas is to fulfill a wish exposed in AD when the patient arrives at the
hospital for the emergency room and how to consider restricting treatment when there is
insufficiently clear information about the conditions of the disease. In addition, the family
members responsible for these patients may feel afraid and do not want to fulfill the wishes
previously expressed.

[...] in an emergency situation and depending on the backing is a bit
complicated. In our midst now, suddenly, you can assert the will of one or
the other, it becomes complicated in an emergency, such as behaving
yourself. The ideal is to have the time and knowledge to organize things in
the best way. (MED 2)

[...] if he had left it written (AD), honestly, I don't know if I would let him
die, because I don't know if I would have that right, [ wanted him to stay
with me as long as possible. (FAM.2)

These speeches about this aspect are that they give rise to a conflict, a discussion and
reflection about the conduct and decisions related to end-of-life care, when the family

contradicts the decision expressed by the patient and the best alternative listed by the doctors.
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[...] If the patient says he does not want chemotherapy, there's nothing to
do. No one will oblige, but the bad thing is that in reality the family must
accept it too. From the moment the patient becomes unable and the family
says no, you will have to invest! We have to invest, because there is the

issue of the process. MED.3)

It is noteworthy that, sometimes, family members' manifestations may be related to
uncertainties caused by the difficulty in communication among health professionals, family
members and patients, as well as misdiagnosis and omission of information about the disease's
condition and impairment to family members and patients.

[...] the doctor who performed the surgery, she didn't give me explanations
and I asked her to explain better what was happening. She wouldn 't let us
talk, ask our questions. I think in that part she could have given a bigger
question. (FAM.1)

[...] this issue of diagnosis was always very confusing|...]. I asked one of the
doctors I believed because each one said one thing and the other said
another. (FAM.2)

In this speech, the family expressed dissatisfaction with the uncertainties of the
diagnosis and the difficulty in communicating with doctors, which can indeed be seen from the
statements of medical participants when they expressed that they were unprepared to deal with
the idea of a patient's death, as well as the difficulty they found in communicating about the
condition of a patient who was at the end-of-life.

[...] we have difficulty dealing with terminal patients. [...] The feeling is of
powerlessness, that is the feeling. (MED.1)

[...] the most difficult situations are the acceptance of their terminal
condition, that we can say that the patient will not leave this, that he will
not improve [...] that we no longer have what to do (in terms of treatment).
(MED.5)

Also, from the considerations made by the participants, the university academies that

could propose practices, supporting the issues related to end-of-life care and AD.
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[...]| In Brazil we need a few years to learn how to use the document (AD,
and learn how to do it too. Not today, but I know it would have the ability
to be implemented |..] massive training could be done with the
professionals [...] In the end it turns out that the preparation is little.
(MED.2)

Discussion

AD correspond to a new concept to be disseminated and implemented in the Brazilian
context, as they include aspects related to the possibility of the wills, beliefs and wishes of
patients at the end-of-life. These should be respected by those who face situations of
uncertainty regarding the conduct to be conducted in treatment and care, when there is no
prospect of cure, such as the situation of family caregivers and health professionals, especially
doctors.

Given this, it was found that there is the right to guarantee the patient's personal
autonomy, from the applicability of AD, and this should be evident from the perspective of
doctors and family caregivers. In this respect, it is confirmed that AD enable the exercise of the
fundamental right to liberty, since it is a space that the individual has to make personal
decisions, immune to external interference, whether from doctors, family or anyone and/or
institution will to impose its own will."! Thus, manifestations of autonomous decisions
preceding periods of inability should be considered valid and binding after becoming unable.
Respecting the autonomous patient is, at the very least, recognizing their right to have their
opinions, make their choices and act on their personal values and beliefs.

AD still aim to ensure the right of the patient to die with dignity, according to their
personal conceptions.® It is also added that AD is based on the principles of autonomy, respect
for people and loyalty, bringing as benefits, the improvement of the doctor-patient relationship

and patient self-esteem.!

Rev. Enferm. UFSM, Santa Maria, v. 9, 34, p. 1-19, 2019



11 | Cogo sb, Badke mr, Malheiros LCS, Aradjo D, Ilha AG

In this perspective and emphasizing the findings of this research, the question arises that
medical professionals admittedly valued the idea of compliance with AD, as an alternative to
maintaining human dignity and personal autonomy, and Resolution no. 1,995/121 represents an
advance in discussions about AD in Brazil.? However, doctors fear this practice as to its
legality, to the extent that there is no Brazilian law to support its practice. In this sense, it is this
demand that is in the agenda because, in fact, the problem of legal limits refers to the concern
with the legality of submission to the Resolution and the risks inherent to possible legal
questions regarding the conduct of nonintervention by doctors.™

It should be noted that it is necessary to consider that the Resolution does not exhaust
the subject, but demonstrates and corroborates with the interviewed professionals the need for
specific legislation on AD in order to regulate it. However, the use of AD will be of no use
unless there is a collective effort to ensure that the will expressed in them is fulfilled. The truth
is that it is not enough to guarantee the right of the individual to express his will, but it must
also be assured that it will be fulfilled.™

Family caregivers report in their statements, anguish, fears and concerns about the
possibility of compliance with the AD, considering the idea of patient's change of opinion due
to the prior completion of the AD. In this sense, in the Netherlands, from a survey of patients in
good, moderate and poor health, all with prior AD, it was found that their perceptions of dignity
and wishes remained stable during the course of the disease, suggesting that the wishes
expressed in advance and their understanding of dignity had not substantially changed with
changes in health.?

However, in the context of AD, people's beliefs, choices and consent may change over
time, and moral and interpretative problems emerge, as it would be inconsistent to impose a

will on another action determined by an advance directive. Thus, care must be taken in judging
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the patient's ability by distinguishing the autonomous decisions that must be respected from
those decisions that need to be checked and perhaps supplanted by a substitute.?

Some interviews showed that family caregivers did not respect and sometimes
disregarded the wishes previously expressed by patients. Given this situation, the doctors
interviewed stated that they could resist the fulfillment of the wills of patients with an AD, due
to the contradiction of family caregivers. Thus, this study corroborated a study conducted in
Brazil in which doctors had difficulties in respecting the patient's will, even if written, when the
family was contrary to this will."

From this perspective, the patient's prior choice should be honored, since doing
something against the patient's express will is a violation of his autonomy, disrespect, and insult
to the person, that is, treating him as a means, according to with the goals of others, without
worrying about what this individual want. In this sense, interventions against early directives
infringe the principle of respect for autonomy although they may in some cases be justified, as
there may be problems of interpretation and determination of whether the agent was able when
formulating AD.%

In this light, considering the findings of this research related to the difficulty of the
interviewed medical professionals to discuss the issue of terminality and the elaboration of an
AD, communication between doctors, patients and family members was found to have failed in
the health service, and even more so when communication was difficult news. Thus, effective
communication between all involved is a therapeutic measure that provides the patient and
family with harmonious and peculiar care. This prevents family members from deciding
contrary to the patient's will. %

Also, there is the fact that autonomous action does not require full understanding or lack
of influence because, in general, decisions are influenced by personal wishes, family pressures,

legal obligations and institutional pressures. Autonomy is related to the ability to rationally
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accept, identify with or repudiate a wish or preference, from the understanding of the
transmitted information that makes it possible to make a judgment, aiming at a decision that
allows the free manifestation of a wish. Therefore, the need to pay attention to the way
information is presented, which can manipulate the patient's perception and reaction, resulting
in an unsatisfactory basis for their decision making.”? In this sense, the research findings,
especially of doctors, brought the need to provide patients with the possibility of knowing their
diagnosis to make their decisions and express their wishes.

It can be said, then, that AD represents an advance towards respect for personal
autonomy, however, for the practice of writing to be opportunized, it is necessary that those
involved are aware of the diagnoses and that communication is efficiently translatable, in order
to enable its clarification. In this perspective, this research pointed out that family caregivers
had difficulty communicating about their family members' understanding of the disease.
Therefore, it is essential to be aware of the diagnosis, treatment options and prognosis, in order
to preserve the dignity of the patient, appropriating him/her the right to make decisions jointly
with the family and the health team, regarding treatment, as in relation to place of residence
until end of life.?*

Patients who can talk to their doctors about end-of-life may have greater mastery of their
own illness and terminality, thereby ensuring their autonomy and having a greater chance of
dying in peace and dignity. With this, family members also better elaborate the grieving
process. Therefore, death is still an uncomfortable subject, perhaps a taboo, even for people in
general and for most health professionals. People do not talk to their family members about
how they would like to be treated if they had a serious and irreversible illness or about their own
death. Thus, they are subject to interventions that do not match their wishes. However,

reflecting on the possibility of finding oneself in an end-of-life situation is not an easy task,
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since even if one refers to the idea of presenting oneself in a terminal situation, such situation
does not guarantee the decisions that would be made to experience it.”

In this sense, AD can promote discussion of a frequent problem involving the care and
treatment provided to end-of-life patients, which, on several occasions, make it impossible for
family caregivers responsible for patients and health professionals, especially doctors, to make
difficult, dilemmatic and conflicting decisions from the point of view of ethics and bioethics.
Conflicts and dilemmas in the application of AD can be circumvented with carefully worded
documents, appropriate counseling, and expert explanations of medical possibilities and
treatment options. However, some interpretation problems will remain despite the greater
involvement of doctors and the education tools used.

It is noteworthy, by the results of this research, the emergence of aspects related to
disability in the preparation of medical professionals to care for patients and family members
with a disease with no prospect of cure. Thus, there is no possibility of implementation and
effectiveness of the practice of AD and, consequently, to enforce the wills and wishes of unable
patients, if there is no precise guidance to those involved in the process, such as family
members and patients are aware that can build their AD.

Regarding the analysis of the statements of the doctors and family caregivers
participating in the research, it could be highlighted that the AD is an instrument able to assist
in the maintenance of human dignity, by guaranteeing the fulfillment of their wishes, that is,
respect for personal autonomy. However, in the national reality, it is necessary educational
advances and debates regarding the knowledge, applicability and compliance of AD, so that,
effectively, humanization in terminal care can ensure the patient, at the end-of-life, the
maintenance of his dignity and the right that his wishes are fulfilled and his personal autonomy

maintained.
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Conclusion

Patient autonomy is a right that health professionals should consider in the context of
health care. AD appear in the Brazilian scenario as a viable alternative to support in conducts,
facing end-of-life situations, such as those related to the limitations of therapeutic efforts.
However, the applicability of AD is far from ending the controversies that permeate this issue
related to its application; the expectation that the will of the people corresponds to the final
decision; the insertion of the health professional in the process of AD and if he/she can or is
able to change the patient's decision, besides other doubts.

The reality experienced by doctors and family caregivers, facing the care of patients at the
end-of-life and the imagination about AD, is linked to guaranteeing the patient's personal
autonomy. However, what is exposed is a challenging reality, as to guarantee the wills and
wishes previously expressed by the fact that there is uncertainty about the judicial
repercussions; by the patient's change of opinion, without time to express it and by the
difficulties rooted in society in talking about aspects that involve the end of life and death. In
addition, there are the dilemmas and conflicts arising from the possibility of applying AD,
related to compliance by doctors and compliance with family members, the uncertainties of
diagnoses, and communication deficiencies among patient-family-doctor.

It is noteworthy that this practice is in force in Brazil, and there are signs of adopting
strategies to expand the dissemination of AD among health professionals and society as well as
focus, in academic spaces, discussions on terminality, ethics and bioethics. The idea is to
propose actions in which society knows about AD, such as fostering support to patients, family
members and health professionals, who face dilemmatic and conflicting situations in decisions
that involve end-of-life care. These actions may qualify patients' co-participation in decisions

related to their life and death.
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The limitations of this study were framed by the restriction of the number of research
participants and the delimitation of the study place, that is, it was performed in two units of a
hospital in the central region of Rio Grande do Sul, whose experiences of doctors and family
caregivers may differ in other places and hospital environments. In addition, another limitation
referred to the need to make the previous explanation to respondents who were unaware of the
concept of AD, in order to support the construction of thinking from the perspective of
applicability of the Advance Directives.

On the other hand, it is considered that the results obtained gave depth to the
understanding that AD is an alternative to provide personal autonomy, based on the fulfillment
of their wills, despite the limitations and conflicts that hinder its implementation in the hospital

context.
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